
Growing Together: Navigating the Life Stage Checklist for Families 
 
Hosted by: 

●​ Angelman Syndrome Foundation 
●​ DEE-P Connections 
●​ Pediatric Epilepsy Surgery Alliance 
●​ Rare Epilepsy Network 

 

Highlighted resources: 
●​ Adulthood Transitions | REN 
●​ C.A.R.E. binder: The C.A.R.E. Binder (Caring for Adults with a Rare Epilepsy) is a 

step-by-step guide to help parents and caregivers navigate the transition to 
adulthood for individuals with complex epilepsies. Developed in collaboration 
with leading rare epilepsy organizations, this detailed resource provides 
practical guidance to help families prepare for each stage of adulthood. 
VIPrareCARE.com was made possible through UCB funding and partnership 
to support families like yours. 

●​ The Council of Parent Attorneys and Advocates (COPAA) is a national nonprofit 
that empowers families to advocate for their children’s educational rights 
under laws like IDEA and ADA. For families of children with severe epilepsy 
transitioning to adulthood, COPAA provides essential resources and legal 
support to ensure schools address medical needs, cognitive challenges, and 
necessary accommodations for postsecondary education, employment, and 
independent living. 

●​ Elevatus Training provides evidence-based, trauma-informed education on 
sexuality for individuals with intellectual and developmental disabilities, 
including autism. For families of children with severe epilepsy transitioning to 
adulthood, their resources help address critical topics like healthy 
relationships, boundaries, consent, and personal safety, ensuring young adults 
receive the guidance they need to navigate adulthood with confidence and 
autonomy. 

●​ National Care Advisors specializes in creating comprehensive life care plans for 
individuals with complex medical needs, ensuring long-term sustainability, 
access to benefits, and quality of life. For families of children with severe 
epilepsy transitioning to adulthood, they provide critical support in navigating 
medical care, financial planning, benefits coordination, and future care needs, 
helping families secure a stable and well-supported future. 
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https://www.angelman.org/what-is-as/?gad_source=1&gclid=CjwKCAiAm-67BhBlEiwAEVftNnB1iFU-R_kzAMocFy6N6vdJyq66rGou0lxXk_f1IfPBH35hg9D63RoCyiYQAvD_BwE
https://deepconnections.net/
https://epilepsysurgeryalliance.org/
https://www.rareepilepsynetwork.org/
https://www.rareepilepsynetwork.org/adulthood-transitions
https://www.viprarecare.com
https://www.viprarecare.com/sites/default/files/2024-07/UCB_CARE_Binder.pdf
https://www.viprarecare.com
https://www.viprarecare.com
https://advocacyuniversity.teachable.com/p/education-transition
https://www.elevatustraining.com
https://www.nationalcareadvisors.com/for-families-and-clients


Key resources from the Pediatric Epilepsy Surgery Alliance: 
●​ Educational Transition After Epilepsy Surgery and Educational Transition For 

Youth With Neurological Conditions: These comprehensive guides help 
parents of children with neurological conditions use their “Individual 
Education Plans” (IEPs) to support the transition process. It also includes 
information about health transition, college resources, template letters, and 
checklists.  

●​ Transition Roadmap for Youth with Neurological Condition: This self-paced 
companion course includes over ten hours of training modules covering all 
aspects of transition. In this series, you will find the steps you need to take to 
build your child’s education transition plan, the transition to adult healthcare, 
future planning, decision-making, and financial support, among other topics.  

●​ Navigating the IEP Process: This step-by-step course will walk you through 
creating an Individualized Education Plan.  

●​ Special Education Resource Guide: A comprehensive spreadsheet designed 
for parents, caregivers, and educators; includes accommodations, related 
services, staff training, and more. 

●​ The (Almost) Everything List: Our resource list includes information about 
school, adult life, financial assistance, decision-making, family resources, and 
more.  

●​ Our website and YouTube channel offer comprehensive, valuable resources for 
families at any stage of their child's epilepsy surgery journey. 

●​ Transition to Adulthood/Life Stage Checklist (Pediatric Epilepsy Surgery 
Alliance) 

Healthcare transition 

For families: 
●​ Center for Transition to Adult Health Care for Youth with Disabilities (resources 

for young adults, parents/caregivers, and clinicians) 
●​ A guide to health care transition after pediatric epilepsy surgery (Pediatric 

Epilepsy Surgery Alliance) 
●​ Supporting Students with Epilepsy: A Transition Toolkit for School Nurses | 

NASN Learning Center (National Association of School Nurses, 2023) 
●​ Young Adults with Rare Disease: YARR Healthcare Guide (EveryLife 

Foundation for Rare Diseases) 

For clinicians: 
●​ AES Clinical Practice Tools includes two nice planning guides: 
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https://epilepsysurgeryalliance.org/
https://epilepsysurgeryalliance.org/wp-content/uploads/2021/04/Final-Transition-Guide.pdf
https://www.childneurologyfoundation.org/wp-content/uploads/Education-Transition-for-Children-With-Neurological-Conditions-FINAL.pdf
https://www.childneurologyfoundation.org/wp-content/uploads/Education-Transition-for-Children-With-Neurological-Conditions-FINAL.pdf
https://advocacyuniversity.teachable.com/p/education-transition
https://epilepsysurgeryalliance.org/portfolio-items/course-navigating-the-iep-process/
https://docs.google.com/spreadsheets/d/1Ey6-oKx2jCculq8ihNdqK5AXh4Bq2TRf6NhlFzu0YsY/edit?gid=0#gid=0
https://epilepsysurgeryalliance.org/portfolio-items/the-almost-everything-list/
https://epilepsysurgeryalliance.org
https://www.youtube.com/@PESAlliance
https://docs.google.com/document/d/1yG4iqlHAPE5F1br7AWxGVerxSNnSpuz-RAf1oCZE7Zw/edit?tab=t.0
https://movingtoadulthealthcare.org/
https://epilepsysurgeryalliance.org/2021/03/02/a-guide-to-health-care-transition-after-pediatric-epilepsy-surgery/
https://learn.nasn.org/courses/54876
https://learn.nasn.org/courses/54876
https://everylifefoundation.org/young-adult-representatives/yarr-healthcare-guide/
https://www.aesnet.org/clinical-care/running-your-practice/practice-tools


○​ Adolescent without significant developmental disability (plan for 
independence) 

○​ Adolescent with significant developmental disability (independence 
unlikely) 

●​ American Academy of Pediatrics: 
○​ Care Coordination & Health Care Transition for Youth/Young Adults with 

Epilepsy and Their Families 
○​ Epilepsy Resources for Health Care Professionals: Health Care Transition 
○​ Supporting the health care transition from adolescence to adulthood in 

the medical home (2018) 
●​ Child Neurology Foundation Transition of Care 
●​ PolicyLab Evidence to Action brief: Transitioning To Adult Care: Supporting 

Youth With Special Health Care Needs. Caren Steinway, Jennifer Gable, Sophia 
Jan  

●​ Six Core Elements of Health Care Transition (Got Transition) 
●​ Epilepsy Transition Readiness Assessment Questionnaire (EPITRAQ)1 and 

Transition Readiness Assessment Questionnaire (TRAQ) 2 3​ ​ ​ ​
​  
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https://www.aesnet.org/docs/default-source/pdfs-clinical/aes-transitions_nodd_2023-1.pdf?sfvrsn=92f11e58_1
https://www.aesnet.org/docs/default-source/pdfs-clinical/42981132_aes_transitions_dd_2023_final.pdf?sfvrsn=c8349af_1
https://www.childneurologyfoundation.org/transitions/
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https://www.aap.org/en/patient-care/epilepsy/epilepsy-resources-for-health-care-professionals-strengthen--enhance-epilepsy-knowledge-training/care-coordination--health-care-transition-for-youthyoung-adults-with-epilepsy-and-their-families/
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